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Introduction 
 Illness narratives play an important role in several current trends in medical 
education and care: medical humanities, narrative medicine, and patient-centered 
medicine. Additionally, they are an integral part of the patients’ and disability rights 
movements, along with many patient advocacy initiatives. This study aims to assess the 
current collecting patterns of these narratives among research libraries and also to gauge 
the ability of these libraries to support study of the medical humanities. Illness narratives, 
defined by Hawkins (1999) as “…a form of autobiography or biography that describes 
personal experiences of illness, treatment, and sometimes death” (p. 1), have proliferated 
greatly in the last 60 years. Now a familiar genre of life writing, they were rare prior to 
1900, and uncommon prior to 1950 (Hawkins, 1999, p. 3). Before the late 1900s, illness 
and disease, if mentioned in memoirs, were usually discussed as mere pieces of a life 
story. Illness narratives of current times, however, feature illness as the primary focus of 
the story (Jolly, 2001, p. 456). 
 Why has this proliferation of illness narratives occurred? The rise is attributed to 
major shifts in both popular culture and models of health care and medical education. A 
primary inciting factor has been the rise of the biomedical model of health care over the 
last two centuries. Prior to the advent of biomedicine, the arts were considered an integral 
part of medicine, making the current embracing of the humanities an actual return to 
historical approaches to health care (Evans and Finlay, 2001, p. 13). The biomedical 
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model hinges heavily on technology and science, effectively silencing and erasing the 
human and personal facets of health and illness, particularly the patient’s experience of it. 
In the words of Hawkins (1999),  
For, as everyone realizes, we face a major crisis in medical practice at the 
moment. And this crisis, whose economic, political, and social dimensions are 
becoming as familiar as they are challenging, has a less recognized human 
dimension. It is surely no accident that the appearance of pathography [Hawkins’ 
term for illness narratives] coincides with the triumph of scientific technological 
medicine (p. xii).  
 
Despite all the glories of technological advancement, it cannot help patients find meaning 
in illness or help them learn how to contend with the suffering they endure. Illness 
narratives help to fulfill this need.  
 Beyond these trends in medicine, some authors have attributed the proliferation of 
illness narratives to changing social norms. American culture has witnessed a recent 
abundance of literature and media focused on health and the body. Therefore, illness 
narratives are but one artifact of a culture that is obsessed with health and the control of 
the body (Couser, 1997, p. 9). In such an environment, when control over the body is lost, 
it is all the more remarkable. In the public eye, disease and illness have lost their rightful 
place in the natural course of life so that when they do occur, they are far more disastrous 
and disruptive because they are unexpected and misunderstood; thus, conditions for 
storytelling are perfect. Jolly (2001) offers a more perfunctory explanation for illness 
narratives’ newfound popularity, stating that until recent times, discussing matters of 
disease in a public forum was considered socially inappropriate and lacking 
decorousness. As discussions of the body have made their way into the fold of popular 
culture, this attitude no longer holds.  
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Relevance of Illness Narratives to Social Movements in Health 
 Fundamentally, medicine today focuses squarely on diseases, and not on patients, 
who are experiencing life-altering symptoms and being forced to completely re-
conceptualize who they are and how they interact with the world. The current culture of 
medicine erases the individual, subjective, and social aspects of illness. Moreover, as 
Couser (1997) states, “The nature of the biomedical paradigm is to promise more than it 
can deliver—a quick fix for every bodily ill” (p. 10). In reality however, for many people 
with chronic illnesses, there is often either not a fix at all, not a complete fix, and 
certainly not a quick fix, and they find themselves stranded outside the dominant 
narrative of modern medicine, which publicly promises to cure every ailment. 
 Many authors echo the theory that illness narratives have become so much more 
common because they are part of a social movement of patients taking back control of 
their bodies and stories, from a medical culture that erases them. As Couser (1997)  
states, “Increasingly, then, narratives of somatic dysfunctions explore the ways in which 
culture constructs illness and disability, whatever their proximate causes, according to its 
anonymous and seemingly arbitrary dictates. One common purpose is to invalidate 
dominant cultural narratives of invalidism” (p. 12). Illness narratives, then, are a way for 
patients to restore ownership of their own stories, and to share those stories with medical 
professionals, loved ones, and the public at large. The ultimate importance of these 
stories lies in the fact that they give ill people a voice and a means to promote cultural 
understanding of the illness experience, in many cases under circumstances where their 
lives as they knew them have been completely transformed. 
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 In an environment where the stories that patients tell are reduced to diagnosis 
codes, and the only publicly visible and acceptable storyline is one where medicine cures 
all and complete functionality is restored, illness narratives provide a way for patients to 
assert other narratives and return the rightful individuality of experience to the world of 
medicine. The growth of this genre of literature is happening at a time when for several 
decades social movements such as the women’s, civil, and GLBTQ rights movements 
have fought for equal rights and for all histories and experiences to be as visible and 
accounted for. Patient advocacy, disability rights, and patient’s rights movements of 
today are seeking the same acceptance and change, and illness narratives are one 
expression of this movement. However, as Couser (1997) states, “The irony is that when 
the study of marginalization in the form of gender, class, and sexual orientation has 
moved to the center of literary and cultural studies, few have studied the most widespread 
forms of marginalization—illness and disability” (p. 13). He further explains that for an 
autobiographical form to flourish, its authors must have some cultural authorization that 
their story is “valid and valuable” (Couser, 1997, p. 12). The fact that narratives of illness 
are flourishing now shows that there is greater cultural willingness to hear these stories, 
and a growing movement to tell them. These stories subvert and correct the dominant, 
culturally sanctioned, narratives of disability and disease and promote greater cultural 
understanding of the reality of patients’ experiences. In a culture where those who 
experience long term, chronic illness also experience a great deal of stigma, isolation, and 
misunderstanding, these stories serve to educate, destigmatize, and elucidate patients’ 
experiences, making the experience of illness far less alienating.  
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 Frank (1995) asserts that writers of these narratives are postcolonial in their 
conception of self, and aligns modern medicine’s taking over of patients’ bodies and 
experiences with the political and economic taking over of geographic areas (p. 10). In 
his words,  
Post-colonialism in its most generalized form is the demand to speak rather than 
be spoken for and to represent oneself rather than being represented or, in the 
worst cases, rather than being effaced entirely. But in postmodern times pressures 
on clinical practice, including the cost of physicians’ time and ever greater use of 
technologies, mean less time for patients to speak. People then speak elsewhere 
(Frank, 1995, p.15).  
 
The writing of illness narratives is one very concrete expression of this need to speak. 
Patients, in their own time and in their own words, are completing the picture of human 
illness experience through the sharing of stories.  Frank (1995) further relates illness 
narratives to postcolonialism through the way that scientific medicine subtracts individual 
experience from diagnosis and treatment, and yet uses individual experiences to advance 
its own profession through scientific research (p. 12).  
 Frank (1995) describes the dominant illness storyline as the restitution narrative, 
which follows the process of,  
“Yesterday I was healthy, today I’m sick, but tomorrow I’ll be healthy again.” 
This storyline is filled out with talk of tests and their interpretation, treatments and 
their possible outcomes, the competence of physicians, and alternative treatments. 
These events are real, but also they are metaphors… (p. 77).  
 
The telling of these stories is particularly vital because as long as the restitution narrative 
is the only familiar one, patients’ suffering is compounded by the fact that the only 
expected outcome is the restoration of health. When this fails to happen, the patient is at 
best misunderstood, and at worst, blamed. One common way of blaming the patient is 
through diagnosing them with mental illness or by attributing their ongoing ailments to 
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emotional issues. Frank (1995) attributes this process to an effort on the medical 
profession’s behalf to restore the restitution narrative (p. 110).  
 Opposite the restitution narrative is the chaos narrative, in which there is neither a 
clean end to the story of illness nor a coherent order to events in the patient’s history. 
Although the chaos narrative is an extremely common experience, especially as people 
are surviving many diseases that were once deadly and living long enough to experience 
physical deterioration, it is not the story that is told by drug companies, insurance 
companies, the mass media, or the medical profession. It is not false to promote the 
restitution narrative, but it is an error of omission at the cost of patients to not also 
acknowledge the chaos narrative (Frank, 1995, p. 87). Omitting the chaos narrative from 
public discourse is another way that modern medicine boosts itself further up at the 
expense of patients, who are then marginalized even further. 
 The writing and sharing of illness narratives is a means by which patients reclaim 
their bodies and their stories, while asserting and promoting the rights of a historically 
marginalized group. Furthermore, through sharing of the truth of human illness 
experience, as difficult as it is to hear, the narratives have the potential to reduce 
suffering for everyone who already has or may at some time experience illness.  
 
Relevance of Illness Narratives to Current Trends in Medicine 
 Several shifts in the philosophy of medical education and care are currently 
underway. These changes engender a renewed focus on and interest in patient viewpoints 
and experiences, and an embracing of the humanities and social sciences. The most far-
reaching of these shifts is the growing presence of the medical humanities, an 
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interdisciplinary field that has been gaining popularity in medical education in recent 
years. Simply put, the medical humanities encompass the study of literature, arts, and 
social sciences with a focus on themes related to health, disease, illness, and health care. 
Although the humanities, which had once been central to medical practice (Evans and 
Finlay, 2001, p. 13), had recently fallen out of popularity with the advent of biomedicine, 
they are currently experiencing a renaissance. This renewed interest is happening in the 
wake of exposures of the limitations of scientific medicine’s inability to cure chronic 
illnesses and widespread criticism of healthcare related to a lack of empathy and personal 
care. One reaction to these circumstances has been the growth of the medical humanities.  
 Kirkland and Richardson (2001) state that the objectives of incorporating medical 
humanities in medical education are “to enable reflective practice” and to “enable 
students of all ages to better understand the experiences, perspectives and needs of their 
patients” (2001, p. 1). Humanities education plays an important role in the development 
of nonscientific skills that are pertinent to health care, particularly in the cultivation of 
empathy. Research has shown that under current conditions, levels of empathy of medical 
students decline throughout the course of medical education (Chen, Lew, Hershman, & 
Orlander, 2004). One study showed that levels of empathy were improved after taking a 
course in literature and medicine (Wershof Schwartz et al., 2009, p. 376). Beyond the 
basic fact that empathy is deserved in the clinical encounter, increased levels of empathy 
have been shown to improve providers’ ability to listen and observe diagnostic findings 
(Hojat et al, 2002).  
 In addition to improved empathy, “Studying the humanities may lead to 
improvements in physicians’ cultural competence and enhance their ability to care for 
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diverse patient populations” (Wershof Schwartz et al., 2009, p. 376). As cultural and 
ethnic diversity become the norm in the United States, these skills will only become more 
important. Additionally, study of the humanities can provide a forum for self-reflection 
among medical students and providers, and stave off potential burnout. Authorities in 
medical education have recognized these benefits and begun to recommend changes in 
curricula. Starting with the 1984 Association of American Medical Colleges report on the 
general professional education of the physician and college preparation for medicine, 
proponents of medical education reform have emphasized the value of including 
humanities courses alongside science and math courses (Wershof Schwartz et al., 2009). 
Though many medical schools have long offered humanities electives, the trend is 
increasing. Wershof Schwartz et al. (2009) have reported that as of 2004, “88 out of 125 
American medical schools required humanities courses, and 55 offered elective courses. 
Some also offer a concentration or minor in medical humanities for medical students” (p. 
374) Libraries wishing to support these trends would be smart to evaluate their 
collections in light of these issues. 
 Another field to which illness narratives are central to the practice and study of is 
narrative medicine, which is “medicine practiced with these narrative skills of 
recognizing, absorbing, interpreting, and being moved by the stories of illness” (Charon, 
2006, p. 4) Narrative medicine evolved out of the literature and medicine field, which 
began to grow in the early 1980s (Charon, 2006, p. 4). Today, the field is becoming more 
prominent in both medical literature and popular media (Wershof Schwartz et al, 2009, p. 
373). In 2009, Columbia University launched a Master of Science degree program in 
narrative medicine. Writers, patients, and professors of literature have begun 
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collaborating with medical professionals at universities and medical centers to 
incorporate narrative skills into education and practice. Narrative medicine encourages 
both the reading of stories of illness, and also the writing of them by physicians and 
medical students. When students or providers write or read stories of illness from 
patients’ points of view, they are forced to experience the intricacies of disease from a 
patient’s perspective. As Charon (2006) further explains, “Only in the telling is the 
suffering made evident. Without the telling, not only treatment but suffering, too, might 
be fragmented” (Charon, 2004, p. 862).  By being able to fully hear and internalize the 
stories of illness, physicians will be able to provide a higher quality of care, both in 
personal interactions with patients and in diagnosis and treatment.  
 Having more direct influence on the clinical encounter than narrative medicine or 
medical humanities, is the rise of patient-centered health care. Current literature 
unanimously describes a major shift in the dynamics of health care from beneficience, or 
paternalism, to patient autonomy (Rothman, 2001). This new shared decision-making 
model is termed “patient-centered” health care. Current discussions explore the 
widespread challenges that are being thrust upon the once unquestionable authority of 
doctors (McKinlay and Marceau, 2002). Until very recently, it was believed that patients 
needed to be “protected” from information about their conditions (McMullan, 2006, p. 
26). It follows that, at least in the context of our current system, all decisions were made 
for patients by doctors. Recently, however, decisions are increasingly being made in a 
joint effort between patients and providers, either harmoniously or by the force of patient 
complaints or lawsuits. It is agreed upon by both those who welcome it and those who 
oppose it that the future will be defined by this type of care. The changing of terminology 
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referring to those who seek health care from “patients” to “consumers” reflects this 
change—consumers inherently get to give feedback and have some leverage in the 
services they are receiving (McMullan, 2005; McKinlay and Marceau, 2002; Fransve and 
Kerns, 2007; Ball and Lillis, 2000; Hardey 2001; Rothman, 2001; Neurberger, 2000). 
Although illness narratives are not necessarily directly involved in the provision of 
patient-centered medicine, having them available in medical libraries and institutions 
supports a culture of incorporating patient opinions and viewpoints in medical decisions 
and processes. Making patients’ stories a part of the fabric of collections is one way that 
libraries can support the shift to patient-centered medicine.  
 These three movements—medical humanities, narrative medicine, and patient-
centered health care—all have as their core focus the experiences and opinions of 
patients. These fields are all gaining more and more prominence as time passes. Illness 
narratives written by patients play an important role in all of these areas. For this reason, 
it is necessary for libraries to heed these trends and support these movements through 
collection development in the medical humanities, an area which has yet to receive 
attention in the professional literature within librarianship.  
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Literature Review 
 A thorough search of the literature did not reveal any prior research related to 
illness narratives in library collections. Moreover, while Dali and Dilevko (2006) 
investigated the classification of medical humanities fiction titles (see discussion below) 
no studies were identified that evaluated medical humanities collections. However, 
because the present study is primarily concerned with evaluating the representation of 
patients’ voices in research libraries, a traditionally underrepresented perspective, a 
search was done of the literature to identify other studies that looked at similar issues of 
representation on the multi-library level. Although the focal population of the present 
study differs from that of previous research on representation issues in library collections, 
concerns related to libraries giving equal support to diverse populations are unanimous. 
Since a significant aspect of the present research was the conduction of a national, multi-
library collection analysis, the literature was also reviewed for discussions of this type of 
analysis. While not directly on the topic of illness narrative or medical humanities 
collections in research libraries, previous research on representation issues in libraries 
and multi-library collection analysis are very informative for the present study. 
 
Multi-library Collection Analysis 
 Evans and Saponaro (2005) assert that evaluation “completes the collection 
development cycle” (p. 315) by bringing the focus back to assessment of user needs. 
While collection evaluation at the local level will reveal strengths and weaknesses for a 
particular collection, national collection analyses reveal the status of what recorded 
knowledge is, and is not, available and selected in the grander scheme. According to 
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Nisonger (2003), collection analyses at the multi-library level “analyze the holdings of 
multiple libraries in order to analyze collecting patterns or trends at the national, regional 
or state level or among a type of library” (p. 87). Furthermore, the American Library 
Association recommends that regular evaluations be conducted to “determine whether the 
collection is meeting its objectives, how well it is serving its users, in which ways or 
areas it is deficient, and what remains to be done to develop the collection” (Lockett, 
1989, p. 1). Making regular efforts to conduct these studies, in areas of current research 
and popular interest, provides a means to maintain dynamic collections and to support 
contemporary research interests. Examining these types of issues allows us to gain 
insights into where library collections may not be aligned with the current interests and 
needs of the greater population.  
 
Medical Humanities in the Library Literature 
 A search of the library literature for studies relating to medical humanities and 
narrative medicine yielded just one article, Dali and Dilveko’s (2006) “Toward improved 
collections in medical humanities: Fiction in Academic Health Sciences Libraries.” This 
article explores the issue of fiction titles with medical themes being shelved separately 
from the rest of the material in the library, or not being held in medical libraries at all. 
Dali and Dilveko (2006) emphasize the growing importance and presence of the medical 
humanities and encourage librarians to begin thinking about how to integrate related titles 
into traditionally exclusive collections. Moreover, with medical humanities courses 
becoming a required part of many curricula, librarians need to consider how to support 
these user groups.  
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 Dali and Dilveko (2006) looked particularly at the problem of medical humanities 
fiction titles not being classified by medicine-related Library of Congress Subject 
Headings (LCSH) and therefore not being integrated appropriately with the rest of the 
collection. More so, it highlights the fact that medical humanities fiction titles, while 
highly relevant to medical education and current trends in the field, are often not housed 
at all in health sciences libraries. The authors present a solution to the problem using the 
Literature, Arts, and Medicine Database, which was developed by members of the New 
York University School of Medicine. The database can be used as a collection 
development tool, and the annotations provide keywords which can be translated to 
LCSH and call numbers.  
 
Representation of Diverse Voices in Libraries 
 Collection analyses examining issues of diversity and representation, ranging 
from religious, to ethnic and sexual diversity, were not uncommon in the library 
literature. These studies unanimously describe an environment where the importance of 
diversity and inclusion of all voices is only growing exponentially with time. As ethnic 
diversity among the population becomes the norm rather than the exception, and attention 
to diversity issues becomes a requirement of many academic pursuits, the ability of 
libraries to support these trends is of the utmost importance. The point is succinctly made 
by Garcia (2000) who states that “The viewpoint that racial and ethnic materials are 
relevant only to their respective populations is an outdated and erroneous approach to 
collection development, especially for ARLs that must help prepare students for their 
entry into the real world” (p. 319). Moreover, several authors emphasize the fact that 
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librarianship as a profession has a commitment to giving equal representation to all 
people and fostering a culture of acceptance and anti-discrimination (Marinko and 
Gerhard, 1998, p. 369, Kilpatrick, 1996, p. 72). Kilpatrick comments on the less 
commonly addressed issue of “censorship by omission,” where libraries are not actively 
excluding, but are also not actively including, the voices of certain populations. This type 
of censorship by omission poses a quieter danger that will perpetuate lack of awareness 
and misunderstanding of marginalized populations. Several studies, however, show that 
the process of collection evaluation can be extremely effective in identifying these holes.  
 Susan Vega Garcia (2000) examined African American and U.S. Latino 
periodicals at ARL institution libraries. She also evaluated the indexing of these 
periodicals and how that affected access. A central theme to her research highlights the 
“growing need for libraries to make available diverse perspectives to all of its patrons” 
(Garcia, 2000, p. 311). A list of 87 African American and 52 Latino periodicals (a total of 
139) was developed from the “Ethnic Issues” section of Ulrich’s International 
Periodicals Directory. Both research and leisure publications were included. The 
holdings of these titles were searched for in OCLC and RLIN at 107 ARL libraries. 63% 
of libraries owned at least half of the African American research titles, but only 29.8% 
collected at least half of the Latino research publications. Additionally, 85.9% of libraries 
owned less than one fourth of all the leisure titles; 80.3% of libraries collected less than 
one fourth of the African American titles while 92.5% collected less than one fourth of 
the Latino titles.  
 In terms of indexing, the majority of publications were indexed in some capacity. 
87.5% of African American and 76.9% of Latino periodicals were available through 
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indexing, full-text availability, or through document supplier indexes. However, only 26 
of 118 indexes covered more than five of the 119 periodicals. Vega Garcia concludes that 
in the last decade, newly donned attention to diversity issues has lead to greater collecting 
of African American periodicals, but that other underrepresented groups, namely Latinos, 
have not received the same attention. She urges librarians to heed the fact that racial and 
ethnic materials are not only relevant to their respective populations, and to be careful not 
to risk the exclusion of these groups in an age when diversity of voices is increasing 
rapidly in importance.  
 Marinko and Gerhard (1998) examined the issue of how well “academic libraries 
are meeting the need for scholarly access to alternative press titles,” defined as those 
publications that provide a record of “social and political movements for radical social 
change” (p. 362). The authors expressed concern that periodicals considered to be core 
academic titles tend to be representing commonly held social and political opinions, and 
that alternative views are absent or underrepresented.  
 A list of periodical titles was taken from volume 27, number 1 (1991) of the 
Alternative Press Index, a subject index to radical and Left newspapers, magazines and 
periodicals aiming to provide “access to the practices and theories of radical social 
change” (The Alternative Press Center, n.d.). The holdings of these titles were examined 
for ARL member libraries (as of 1995) via OCLC. Results showed that 69 of the 
libraries’ holdings were below 40%. Only twelve libraries held more than 50% of titles. 
In terms of individual periodical holdings, only 17% of 220 titles were held by 70% or 
more of the libraries in the study. 63% of titles were held by less than 40% of ARL 
libraries. There was some level of difference in holdings according to subject area. Titles 
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related to women’s issues, art and sociology were much better represented than gay and 
lesbian, labor, or ecology titles. The authors conclude that “the level of access provided 
to the alternative press in ARL libraries is quite low” (Marinko and Gerhard, 1998, p. 
368). They echo the concern for representing all viewpoints in libraries, and enabling 
democratic discussion through the inclusion of many voices.  
 Kilpatrick (1996) conducted a study to evaluate the availability of gay and lesbian 
periodicals in U.S. libraries, and also the availability of indexing for them. A list of 92 
titles was developed from Polly Thistlethwaite and Daniel C. Tsang’s “Lesbian, Gay, 
Bisexual, and Transgender” bibliography from Katz’s Magazines for Libraries, a 
standard reference tool. The holdings for these titles were evaluated via OCLC for 20,000 
U.S. libraries. Just 17% of titles were collected by 26 or more libraries and 83% of titles 
were held by less than 25 libraries. 51 titles were collected by five or fewer libraries, and 
twelve titles were not carried by any libraries. In terms of indexing, just 22% of titles 
were indexed by any of the eight surveyed services. Twice as many of the indexed 
journals were about gay men than lesbians, making it even more difficult to retrieve 
information about other sexual minorities. In all, access to information about GLBT 
people is extremely limited, and as of 1996 when this study was conducted researchers 
could not rely on libraries to meet these information needs. This contradicts the aims of 
the library profession to provide access to information about diverse peoples. 
 Harris and Crawford (2002) examined the ownership of religious texts in 
Associated College libraries of Central Pennsylvania (ACLCP) member libraries. In light 
of growing religious diversity on college campuses, the study aimed to “find out what 
religious texts were being collected in academic libraries, what determines a balanced 
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collection, and which minor or obscure religions were being included in collections” 
(Harris and Crawford, 2002, p. 451). The authors developed a list of titles to search for in 
twenty ALCP library catalogs through a variety of religious reference sources. Results of 
this study were more promising than the other studies mentioned in the current project. 
All but two libraries owned all four sampled versions of the The Holy Bible. Every library 
also owned The Holy Koran, and all but one owned the Bhagavad Gita. Texts of other 
religions were owned by fewer libraries, only 55% owned a version of the Veda, and 50% 
owned the Tripitaka Sutra, but the authors felt that this reflected the current religious 
makeup of the population.  
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Methodology 
 The present study examines the collecting patterns of illness narratives among 
Association of Research Libraries (ARL) institution libraries (Association of Research 
Libraries, 2010) in order to determine how well-represented these titles are among 
research libraries and as one measurement of library support for the medical humanities. 
Although the term “illness narrative” is used throughout this paper because it is 
commonly used in discussions on the topic, this is not an ideal term for this genre of 
literature. Some titles in this study are about phenomena that are not illnesses per se, but 
rather experiences such as pregnancy, procedures such as lobotomy, accidents that lead to 
injury, disabilities or birth defects. The terms “disease,” “illness,” and “condition” are 
therefore used interchangeably to reflect these myriad experiences.  
 ARL institutions, of which there are currently 124, were chosen because they are 
hubs of medical and social research. While personal narratives are often of interest to 
public libraries and general readership, the burgeoning interest in subjects such as 
disability studies, medical humanities, narrative medicine, patient advocacy, and social 
movements in health makes it important to assess the ability of premier research 
institutions to support inquiry into these areas. Additionally, since ARL collections are 
some of the most robust in the world, they can be used as a gauge for the global 
collecting status of such titles. 
 I made every attempt at the start to identify an appropriate bibliography of illness 
narratives to use as a core list of titles. WorldCat was searched exhaustively, and I 
consulted with two medical and humanities librarians for assistance in determining if one 
existed. Anne Hunsaker Hawkins included a bibliography as an appendix to her book 
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Reconstructing Illness: Studies in Pathography, but as this book was published in 1999 
and many narratives have been published since then, it was not used. Therefore, I 
determined that a satisfactory bibliography of illness narratives to use as a list of titles did 
not already exist.  
 In order to generate a list of published illness narratives, I selected a random 
sample of titles from the results list of a targeted WorldCat search. This allows the study 
to represent the range of published literature on the topic without the influence of 
personal opinion on which titles are “important.” The search employed the Library of 
Congress Subject Headings (“personal narratives” or “biography”) and “patients,” and 
excluded the keywords “cancer” and “mental.” English language was specified, and the 
data type was set to books. Juvenile materials were excluded from the search. On the first 
day this search was run (11/3/09) there were 4,503 results. On 3/25/10 there were 4,768 
results. The magnitude of these results, and the fact that the number grew so much in just 
a few months, illustrates the growing prevalence of this genre of literature. 
 In order to be included in the study, a title had to meet the following criteria: it 
had to be written by the patient him/herself (many narratives are written by health care 
providers, family, or friends), it could not be about cancer or mental illness, and it had to 
be held by at least twenty libraries at the time of inclusion (holdings for a few titles 
dropped throughout the course of the study). Titles not written by patients were excluded 
in order to assess exclusively the representation of stories written by patients in their own 
words. Titles about mental illness were excluded because of a desire to focus solely on 
the experience of physical illness, and also because they are so numerous that there was 
concern they would outnumber titles about physical illness. In cases where there is debate 
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over whether a condition is physical or mental in nature, such as alcoholism, titles were 
included. Furthermore, disease classification is not fixed and may change over time as 
new research becomes available (Bowker & Star, 1999). Titles about cancer were 
excluded primarily because of a desire to focus on less common diseases and diseases 
that do not receive as much media attention; inclusion of ‘cancer’-related titles would 
have masked the collecting patterns for these underrepresented topics. Additionally, 
illness narratives about cancer are quite numerous and it was hoped that there would be a 
good variety of conditions represented in the study.  
 Once the search results were generated in WorldCat, every tenth title was 
evaluated for inclusion in the study. If it met the above criteria, it was added to the list of 
included titles; if it did not, the next item on the search results list was evaluated and so 
on until one met the criteria. Once a title was found that met the criteria, the tenth title 
away from that match was evaluated next. This process was continued until the titles on 
the search results list were held by fewer than twenty libraries, which in this case was 
record number 1,952. Given that there were over 4,500 titles in the search results, this 
means more than half of potentially-relevant illness narratives are held by less than 
twenty libraries. At the conclusion of the sampling process, the total number of titles 
included in the study was 158. The full list of titles can be seen in Appendix A. Despite 
the limits placed during the construction of the search query, many titles that did not meet 
the criteria for inclusion appeared in the results, particularly titles about cancer or mental 
illness and titles written by providers or family members.  
 Once this core list of illness narrative monographs was established, these titles 
were searched for individually in ARL library collections via WorldCat to gather holding 
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information. Because WorldCat defaults to ordering the holdings results by distance from 
the user’s current location, and there is no way to order them any differently, the 
“favorites” feature was employed–libraries tagged as a user’s “favorite” automatically 
appear at the top of the holdings results. Because there is a ten-library-limit to the 
“favorite” feature, each title had to be searched for in several rounds in order to evaluate 
all 97 libraries included in the study.  
 Many issues arose in the process of using WorldCat as a tool to assess holdings 
information. Theoretically, search results are supposed to control for editions and formats 
so that it will be apparent if a library holds any version of a title. However, there were 
often several results for a title, each with a different list of holdings, causing occasional 
discrepancy as to whether a specific library holds a specific title. In this study, the version 
of a title showing the greatest number of holdings was chosen for evaluation. 
Additionally, once the searching for core titles began, it became readily apparent that not 
all library catalog holdings were appropriately reflected in WorldCat, meaning that those 
libraries’ holdings were not accurately reflected in WorldCat results. Since each library 
generally held at least a fraction of the core titles, it was relatively easy to tell if catalog 
holdings were not properly listed in WorldCat, and these libraries were omitted from the 
study. Despite these complications, a majority of collections were able to be included in 
the study and most titles did not present with edition- or format-related issues.  
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Results and Discussion 
 In general, this study aimed to evaluate the distribution of illness narrative 
holdings at ARL institutions. A total of 158 titles were examined across 97 libraries. 
Holdings results by title can be seen in Appendix C. In terms of holdings by title, the 
average number of libraries that hold any particular title is 24 (or 25% of the ARL 
institutions), with a median of five illness narrative titles per collection. It is notable that 
30 titles, or 18% of the sample, were not held by any ARL libraries, and that 49 titles 
(31% of the sample) are held by five or fewer libraries; see Figure 1. A total of 79 titles, 
or half of the sample, are held by five or fewer libraries. 120 titles (77% of the sample) 
are held by less than 25% of ARL libraries. 24 titles (15% of the sample) are held by 
25%-50% of ARL libraries, and 12 titles (8% of the sample) are held by 50%-75% of 
ARL libraries. Only one title, Norman Cousins’ Anatomy of an illness as perceived by the 
patient: reflections on healing and regeneration, was held by more than 75% of libraries; 
it is held by 86 libraries, or 89% of the total. Overall, these results reflect extremely low 
collecting rates for illness narratives. The fact that 30 titles were not held by any ARL 
libraries and only one title is held by more than 75% of libraries suggests that this genre 
of literature is not very well represented in ARL libraries.  
 In terms of holdings by library, numbers were also very low. The complete results 
by library can be seen in Appendix B. Each library held an average of 15 titles, or 9% of 
the sample. The median number of holdings for a library was 23 titles, or 15% of the 
sample. 89 libraries (91% of the sample) hold 25% or fewer of the 159 sampled titles. 
Eight libraries, or 8% of the ARL institutions, hold 25%-50% of selected titles. No 
library in the sample held more than 44% of titles; the University of Arizona holds 70 
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titles, or 44% of the sample, the most of any library in the study. Georgia Tech held only 
one sampled title, the least of any library. Eleven libraries, or 11% of the ARL 
institutions, held ten or fewer selected titles. While all of the ARL libraries held at least 
one of the sampled titles, and most hold more than ten titles, these results overall show 
that only a small fraction of patient memoirs and illness narrative monographs are readily 
available in ARL institutions.  
 
 
Figure 1 
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number of holdings for institutions with medical schools was only slightly greater than 
those without. While libraries at institutions with medical schools hold an average of 24 
titles (median: 25 titles), those at institutions without them hold an average of 23 titles 
(median: 22 titles) It was also investigated whether schools with graduate programs in 
medical humanities and/or narrative medicine held a greater number of titles. These 
schools also held an average of 24 titles; however, their median was 26, slightly higher 
than the global median, and considerably higher than the median for institutions without 
medical schools. 
 It was suspected that there may be some relationship between year of publication 
and likelihood of collecting; see figure 2. In this sample, the average number of titles held 
per year of publishing was five titles, and the median was also five titles. The year with 
the highest number of sampled titles was 2002, during which 13 of the titles in this study 
were published. The year with the second highest number of sampled titles was 2007, 
which had 11. 2009, the most current year included in the study, had only five sampled 
titles. Other years with five sampled titles included 1989 and 1998. Although the top four 
years for numbers of sampled titles published are within the last 10 years, there does not 
generally seem to be a stable relationship between year of publication and number of 
sampled titles held, as evidenced by the fact that in 2004 there were only three titles and 
in 1995 there were eight titles. Out of the 158 sampled titles, although 2002 is the year 
with both the highest number of held titles (13) and the highest number of holdings for 
books published in a single year (359), many other years with high numbers of titles do 
not also have high numbers of holdings of titles published that year. For instance, both 
1997 and 1999 have seven titles, but the total number of holdings for 1997 is 57 while the 
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total for 1999 is 172. Overall, while the number of titles per year remains more or less 
consistent, the number of holdings per year of publishing grows steadily over time. It’s 
possible that this reflects an increased interest in these titles over recent years. However, 
it is also possible that titles published in earlier years were collected at one time but have 
since been weeded from collections.  
 
Figure 2  
 
 Because a primary interest of this study was to investigate the representation of 
less visible diseases in research libraries, any notable differences in collecting patterns 
between conditions, and the numbers of titles published about various diseases, were 
evaluated. A breakdown of conditions included in the study and the number of titles 
published about them can be seen in Appendix D. There were nine conditions with five or 
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more titles written about them: AIDS (15), Stroke (10), Autism (10), Multiple Sclerosis 
(9), Heart Disease (9), Poliomyelitis (7), Lou Gehrig’s Disease (ALS) (6), Lupus (6) and 
Arthritis (5); see figure 3. It is notable that five of these conditions are not present in the 
top 30 most-collected titles in the sample (see Appendix C): Poliomyelitis, ALS, Lupus, 
Arthritis, or Multiple Sclerosis. Out of the thirty most-collected titles, Autism appears six 
times and AIDS appears five.  Stroke appears twice and Heart Disease once. 38 
conditions only had one title written about them, and 13 conditions only had two.  
 
 
Figure 3 
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Autism are both more commonly written about and more commonly collected conditions. 
It could suggest that there are heavy research interests in these areas and that libraries are 
supporting these needs. Stroke, Multiple Sclerosis, and Heart Disease are all more 
commonly written about, but less commonly collected. This could suggest that there is 
less of a research interest in these areas or a perceived lack of demand by librarians.  
 An analysis of total WorldCat library holdings to ARL holdings was also 
conducted. Although this analysis revealed that there are definitely titles which are more 
heavily collected by either non-ARL institutions or ARL institutions, it was difficult to 
ascertain any commonalities among the titles in either category.  
 There are several interpretations of various holdings ratios. A large 
holdings ratio of ARL/WorldCat(%) means that the ARL institutions hold, basically, all 
of the copies of a particular title. It might indicate titles that are particularly "important" 
for ARL institutions to collect relative to all other types of institutions. A small holdings 
ratio of ARL/WorldCat(%) means that the ARL institutions hold, basically, none of the 
copies of a particular title. It might indicate titles that are not particularly "important" for 
ARL institutions to collect relative to all other types of institutions. If a large number of 
ARL institutions hold a particular item, this might indicate that lots of ARL institutions 
share the assessment that the title is "important." If a large number of WorldCat 
institutions hold a particular item, this might indicate that lots of institutions of all types 
share the assessment that the title is "important." 
Furthermore, the following inferences might hold: 
(1) the number of ARL institutions who hold a particular item is large and the 
ARL/WorldCat(%) is also large -- meaning, perhaps, that lots of ARL institutions assess 
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the title as "important," and they're really the only type of institution that collects that 
title. 
(2) the number of ARL institutions who hold a particular item is small and the 
ARL/WorldCat(%) is large -- meaning, perhaps, that only a few ARL institutions assess 
the title as "important," and these few institutions are the only ones really collecting a 
relatively "minor" work. 
(3) the number of ARL institutions who hold a particular item is large and the 
ARL/WorldCat(%) is small -- meaning, perhaps, that lots of ARL institutions assess the 
title as "important," but lots of different types of institutions collect this relatively 
"popular" work. 
(4) the number of ARL institutions who hold a particular item is small and the 
ARL/WorldCat(%) is also small -- meaning, perhaps, that only a few ARL institutions 
assess the title as "important," but lots of different types of institutions collect this 
relatively "popular" work. 
 Out of the top twenty most heavily-collected titles in ARL libraries, five had a 
ratio greater than 10% and were therefore only heavily collected by ARL institutions. 
These five titles were all about different conditions. Out of the twenty least-collected 
titles at ARL institutions (excluding titles that were held by none of the ARL libraries), 
ten had a ratio of less than 1%, meaning that these titles are heavily collected only by 
non-ARL libraries. Although there was not a readily discernable theme across these titles, 
it does reveal that there are a healthy number of illness narratives that are considered 
“important” by non-ARL libraries and “less important” by ARL libraries. So, while there 
are many titles that other libraries besides ARL institutions collect, there are not many 
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titles that only ARLs collect. Of the twenty most heavily-collected titles at ARL 
institutions, there were five with a ratio of 3% or less, meaning that these titles are 
popularly collected by all institutions. Three out of five of these titles were about Autism, 
again showing a strong interest across the board in this condition.  
 
Summary 
 In all, these results show extremely low collecting rates of illness narratives 
among ARL institution libraries. While data from this study cannot elucidate the reasons 
why ARL institution libraries are not collecting these titles, several possible reasons may 
be posited. Personal narratives of this nature could be considered outside of the scope of 
research libraries, particularly in medical libraries where the view that patient input and 
opinion is less relevant may still prevail. As these titles are written by authors without 
any medical training, medical libraries may consider them inappropriate for their 
collections. The interdisciplinary nature of illness narratives, and of medical humanities 
in general, may lead to a lack of a sense of ownership for this genre among librarians. 
Humanities librarians who usually collect personal narratives may consider these titles 
outside of their scope due to the medical content. Medical librarians may consider the 
personal narrative genre out of their scope. It is also conceivable that the selection aids 
and vendor tools available to medical librarians are ill-suited to handle illness narratives 
in favor of materials embodying more scholarly approaches. There could potentially be a 
simple lack of awareness about illness narratives among people in general. As the genre 
has only recently flourished, this is a distinct possibility. As the ratio analysis showed that 
many of these titles are heavily collected in other libraries, research libraries may 
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consider these titles more of a popular genre. It is important for future research to 
determine what the reason is for the poor collecting rate of illness narratives. In light of 
growing interest in the fields of medical humanities and narrative medicine, and given the 
burgeoning patients’ and disability rights movements, it is important that research 
libraries bring their attention to these titles. Future research should survey librarians to 
determine their awareness of this genre and their reasons for not collecting these titles, 
whether deliberate or benign.  
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Conclusion 
 Through a collection analysis of illness narratives in ARL institution libraries, this 
study aimed to determine the current collecting patterns of these titles in research 
libraries. Illness narratives are one genre of literature that is relevant to the medical 
humanities, and this research therefore uses the collecting status of these narratives as one 
gauge of library support for the field. As health care has become gradually more 
entrenched in the biomedical model over the last two centuries, the profession has come 
under more and more scrutiny and criticism. In the words of Charon (2006), narrative 
medicine in particular “can help answer many of the urgent charges against medical 
practice and training—its impersonality, its fragmentation, its coldness, its self-
interestedness, its lack of social conscience” (Charon, 2006, p. 10). Now more than ever 
before, in times of illness, patients are being given a voice and a part in the fate of their 
own lives and bodies. Major shifts in the power dynamics of health care are underway. 
There is starting to be room for all sides of the illness experience to be told and become 
familiar to the public, reducing the burden on already suffering patients. Illness narratives 
play an important role in supporting professional and academic pursuits in the areas of 
medical humanities and narrative medicine. Additionally they have transformative 
potential to empower patients, who have until now been silenced and isolated while 
suffering life-altering illnesses. As illness narratives are published, stories that have 
always been hidden are being brought to the light. On the topic of illness narratives Frank 
(1995) states, “As a postcolonial voice, the storyteller seeks to reclaim her own 
experience of suffering. As she seeks to turn that suffering into testimony, the storyteller 
engages in moral action” (p. 12). Through this moral action of storytelling, there is 
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immense potential to reduce the suffering of future patients, and for the quality of health 
care to be improved through increased empathy and humanity. Furthermore, when 
providers are able to hear complete stories, there is potential for greater diagnostic 
accuracy.   
 One way to support this transformation is through the collecting of illness 
narratives in research libraries. As it is now, these stories are rarely available at these 
institutions. Without access to patients’ stories in the libraries that support medical 
education and care, they will never be heard. Libraries that have made the determination 
that these narratives are outside of their scope should reconsider given the current trend in 
medicine back toward welcome inclusion of the humanities. If, as is probably more 
likely, illness narratives are not represented due to what Kilpatrick (1996) terms 
“censorship by omission” then attention needs to be brought to the development of 
awareness of this genre of literature and of the patient experience in general.  
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Appendix A 
 
Core list of titles 
Author(s) Title Year 
Drummond, Darlene K. A diary of gastric bypass surgery: when the 
benefits outweigh the costs 
2008 
Bradlee, Quinn; Himmelman, 
Jeff 
A different life: growing up learning disabled 
and other adventures: a memoir 
2009 
Woodall, Corbet A disjointed life 1980 
Cook, George A. A Hackney memory chest 1983 
Johnson, Anthony Godby A rock and a hard place: one boy's 
triumphant story 
1995 
Simon, Sandy A stroke of genius: messages of hope and 
healing from a thriving stroke survivor 
2001 
Murray, Frederick Pemberton; 
Edwards, Susan Goodwillie 
A Stutterer's story 1991 
Gentry, Marsha After the accident: triumph over trauma 1997 
Levyson, Sidney Maurice; 
Blochman, Lawrence Goldtree 
Alone no longer; the story of a man who 
refused to be one of the living dead! 
1974 
Cousins, Norman Anatomy of an illness as perceived by the 
patient: reflections on healing and 
regeneration 
1979 
Neutze, Diana As for tomorrow I cannot say: thirty-three 
years with multiple sclerosis 
2002 
Kingery,  Thomas Kenneth As I live and breathe 1966 
Biklen, Douglas; Attfield, 
Richard 
Autism and the myth of the person alone 2005 
Baier, Sue; Schomaker, Mary 
Zimmeth 
Bed number ten 1995 
Durand, John Behind enemy lines: a memoir 2006 
Sutcliff, Rosemary Blue remembered hills a recollection 1984 
Antonetta, Susanne Body toxic: an environmental memoir 2002 
Fries, Kenny Body, remember: a memoir 1997 
Tammet, Daniel Born on a blue day: a memoir of Asperger's 
and an extraordinary mind 
2008 
Monette, Paul Borrowed time 1996 
Mason, Martha Breath: life in the rhythm of an iron lung: a 
memoir 
2003 
Roarty, John Captives of care 1981 
Spufford, Margaret Celebration 1996 
Mythen, John; Phyper, Bruce Claude MSing around: meeting the challenge 
of multiple sclerosis 
1990 
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Mackenzie, David Coming to life 2002 
Jackson, Edgar N. Conquering disability: what one counselor 
learned from his stroke 
1989 
Greene, Valerie Conquering stroke: how I fought my way 
back and how you can too 
2008 
Calderwood, Lynsey Cracked: recovering after traumatic brain 
injury 
2003 
Mantle, John E. Cyclops awakes: a newpaperman fights back 
after a massive stroke 
2000 
Epstein, Marcy; Pettway, 
Travar 
Deep: real life with spinal cord injury 2007 
Drew, Lorna Ellen; Ferrari, 
Leo C. 
Different minds: living with Alzheimer 
disease 
2005 
Lake, Louise Each day a bonus; twenty-five courageous 
years in a wheelchair 
1971 
Finger, Anne Elegy for a disease: a personal and cultural 
history of polio 
2006 
Permut, Joanna Baumer Embracing the wolf: a lupus victim and her 
family learn to live with chronic disease 
1989 
Kohl, Beth Embryo culture: making babies in the twenty-
first century 
2007 
Grandin, Temple; Scariano, 
Margaret 
Emergence: labeled autistic, a true story 2005 
Hodgins, Eric Episode, report on the accident inside my 
skull 
1981 
Park, Clara Claiborne Exiting nirvana: a daughter's life with autism 2002 
Beck, Martha Nibley Expecting Adam: a true story of birth, 
rebirth, and everyday magic 
1999 
Leal-Pock, Carmen Faces of Huntington's 1998 
Nies, Barbara Jay Finding ways: recovering from rheumatoid 
arthritis through alternative medicine 
1997 
Eilert, Rick For self and country 1984 
Cojocaru, Steven Glamour, interrupted: how I became the 
best-dressed patient in Hollywood 
2007 
Mitchell, Chris Glass half empty, glass half full: how 
Asperger's syndrome has changed my life 
2005 
Ahern, Shauna James Gluten-free girl: how I found the food that 
loves me back - & how you can too 
2009 
Orr, Elaine Neil Gods of noonday: a white girl's African life 2003 
Wilson, Carnie; Kleber, Mick Gut feelings: from fear and despair to health 
and hope 
2001 
Margolis, Cindy; Kanable, 
Kathy; Ben-Ozer, Snunit 
Having a baby-- when the old-fashioned way 
isn't working: hope and help for everyone 
2009 
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facing infertility 
Ford, Betty Healing & hope: six women from the Betty 
Ford Center share their powerful journeys of 
addiction and recovery 
2003 
Richmond, L. Healing Lazarus: a Buddhist's journey from 
near death to new life 
2002 
Carter, Gari Healing myself: a hero's primer for recovery 
from tragedy 
1993 
Carter, Douglas F. Heart surgery: what to expect, how to handle 
it 
2000 
Talman, Donna Hamil Heartsearch: toward healing lupus 1991 
Lear, Martha Weinman Heartsounds 1980 
Cartwright, Gary HeartWiseGuy: how to live the good life after 
a heart attack 
1998 
Berger, Suzanne E. Horizontal woman: the story of a body in 
exile 
1996 
Horn, Robert C.; Koop, C. 
Everett 
How will they know if I'm dead?: 
transcending disability and terminal illness 
1997 
Wisniewski, Sandy Kamen I can't stop shaking: more than 10 million 
people suffer with essential tremor 
2005 
Wakefield, Darcy I remember running: the year I got 
everything I ever wanted--and ALS 
2006 
Grizzard, Lewis I took a lickin' and kept on tickin': and now I 
believe in miracles 
1993 
Glaser, Elizabeth; Palmer, 
Laura 
In the absence of angels 1992 
Daudet, Alphonse; Barnes, 
Julian 
In the land of pain 2002 
Panayotov, Jodi In vitro fertility goddess 2007 
Sonnenberg, Joel; Lewis, 
Gregg 
Joel 2004 
Green, Kathryn Kathryn's story 1995 
Kaye, Dennis Laugh, I thought I'd die: my life with ALS 1993 
Simmons, Philip E. Learning to fall: the rewards of an imperfect 
life 
2002 
McConnel, James Life, interrupted 2007 
Friel McGowin, Diana Living in the labyrinth: a personal journey 
through the maze of Alzheimer's 
1993 
McGowin, Diana Friel Living in the labyrinth: a personal journey 
through the maze of Alzheimer's 
1994 
Boyd, Terry Living with AIDS: one Christian's struggle 1990 
Fairclough, Philip L. Living with brain injury 2002 
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Kenny, Timothy Living with chronic fatigue syndrome: a 
personal story of the struggle for recovery 
1994 
Stribling, Thomas B.; Becker, 
Verne 
Love broke through: a husband, father, and 
minister tells his own story 
1990 
Richards, Jenny Love never ends 1990 
Fox, Michael J. Lucky man: a memoir 2002 
Szasz, Suzy; Szasz, Suzy; 
Living with it 
Lupus: living with it: why you don't have to 
be healthy to be happy 
1995 
Radziunas, Eileen; Melvin, 
Jackie 
Lupus: my search for a diagnosis 1989 
Fleisher, Marc Making sense of the unfeasible: my life 
journey with Asperger Syndrome 
2003 
Wexler, Alice Mapping fate: a memoir of family, risk, and 
genetic research 
1995 
Duffy, Karen Model patient: my life as an incurable wise-
ass 
2001 
Jarman, Derek Modern nature: the journals of Derek 
Jarman 
1992 
Newport, Jerry; Newport, 
Mary; Dodd, Johnny 
Mozart and the whale: an Asperger's love 
story 
2007 
King, Larry; Colen, B. D. Mr. King, you're having a heart attack: how 
a heart attack and bypass surgery changed 
my life 
1989 
Birrer, Cynthia Multiple sclerosis, a personal view 1979 
Yocum, Robert L. My adventure with lupus: living with a 
chronic illness 
1995 
Dully, Howard; Fleming, 
Charles 
My lobotomy: a memoir 2008 
Douglas, Kirk My stroke of luck 2002 
McCrum, Robert My year off: rediscovering life after a stroke 1999 
Bendell, Anthony Never in anger 1998 
Shepherd, Janine Never tell me never 1994 
Williams, Donna Nobody nowhere: the extraordinary 
autobiography of an autistic 
2002 
Vigand, Philippe; Vigand, 
Stiphane 
Only the eyes say yes: a love story 1999 
Carroll, Cathryn; Fischer, 
Catherine Hoffpauir 
Orchid of the Bayou: a deaf woman faces 
blindness 
2002 
Klein, Bonnie Sherr; 
Blackbridge, Persimmon 
Out of the blue: one woman's story of stroke, 
love, and survival 
1998 
Ringgold, Nicolette P. Out of the corner of my eye: living with 
macular degeneration 
2007 
Waldman, Jackie People with MS with the courage to give 2003 
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Bennett, Pete; Crofts, Andrew Pete: my story 2006 
Evans, Tammy Porphyria: the woman who has "the vampire 
disease" 
1997 
Menadue, David Positive 2003 
Rudd, Andrea; Taylor, Darien Positive women: voices of women living with 
AIDS 
1992 
Rapp, Emily Poster child: a memoir 2007 
Pollard, Edna Potamus: arthritis & me 1988 
Hudson, Jeff; Lupton, Martin Pride of Britain: a little girl's bravery. A 
family's strength 
2008 
Moore, Oscar PWA: looking AIDS in the face 1996 
Newborn, Barbara Return to Ithaca: a woman's triumph over the 
disabilities of a severe stroke 
1997 
Klaus, Rita Rita's story 1993 
Kondracke, Morton Saving Milly: love, politics, and Parkinson's 
Disease 
2001 
Harbert, Virgil Sensible living: winning your fight against 
arthritis 
1988 
Silverstein, Amy Sick girl 2007 
Heatherley, Joyce Landorf Silent September 1984 
Hayes, Bill Sleep demons: an insomniac's memoir 2001 
Williams, Donna Somebody somewhere: breaking free from 
the world of autism 
1999 
Prince-Hughes, Dawn Songs of the gorilla nation: my journey 
through autism 
2004 
McKean, Thomas A. Soon will come the light: a view from inside 
the autism puzzle 
2001 
Jones, Cleve; Dawson, Jeff Stitching a revolution: how the quilt put a 
human face on AIDS and brought healing to 
America 
2000 
Jones, Cleve; Dawson, Jeff Stitching a revolution: the making of an 
activist 
2000 
Lawton, George Straight to the heart; a personal account of 
thoughts and feelings while undergoing heart 
surgery 
1957 
Callen, Michael Surviving AIDS 1990 
Hull, Janet Starr Sweet poison: how the world's most popular 
artificial sweetener is killing us-- my story 
1999 
Rubinstein, Renate Take it and leave it: aspects of being ill 1989 
Estess, Jenifer; Estess, Valerie Tales from the bed: on living, dying, and 
having it all 
2005 
Holmes, Diana Tears behind closed doors 2002 
Helmker, Judith A. The autobiography of pain 1976 
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Murphy, Robert Francis The body silent 1990 
Nasdijj The boy and the dog are sleeping 2003 
Cockburn, Patrick The broken boy 2005 
Oluleye, Kunmi; Oluleye, 
Ibibyinka 
The cure of chronic Hepatitis B: one man's 
cure, one family's experience 
1996 
Sjogren, Steve The day I died 2006 
Bauby, Jean-Dominique The diving-bell and the butterfly 1998 
McBride, Michele The fire that will not die 2004 
Cousins, Norman The healing heart: antidotes to panic and 
helplessness 
1983 
Allen, Lee; Folk, James C.; 
Thompson, Herbert Stanley; 
Bourret, Joan Liffring-Zug 
The hole in my vision: an artist's view of his 
own macular degeneration 
2000 
Bell, Linda R. The red butterfly: lupus patients can survive 1983 
Mullin, Teresa Anne The stones applaud: how cystic fibrosis 
shaped my childhood 
2007 
Wallace, Gordon The valiant heart: from cardiac cripple to 
world champion 
1982 
Koplowitz, Zoe; Celizic, Mike The winning spirit: life lessons learned in 
last place 
1997 
Barron, Judy; Barron, Sean There's a boy in here 1992 
Grandin, Temple Thinking in pictures: and other reports from 
my life with autism 
1996 
Simpson, Robert; Simpson, 
Anne 
Through the wilderness of Alzheimer's: a 
guide in two voices 
1999 
Conrad, Barnaby Time is all we have: four weeks at the Betty 
Ford Center 
1986 
Lapotaire, Jane Time out of mind 2003 
Metrano, Art; Lee, Cynthia Twice blessed: Art Metrano laughs the 
darkness away 
1995 
Handler, Lowell Twitch and shout: a touretter's tale 1999 
James, Martin Up against it 1994 
Sternburg, Louis; Sternburg, 
Dorothy; Dickens, Monica 
View from the seesaw 1986 
Saracino, Mary Voices of the soft-bellied warrior: a memoir 2001 
Tweit, Susan J.; York, Sherrie Walking nature home: a life's journey 2009 
Kotler, Steven West of Jesus: surfing, science, and the 
origins of belief 
2007 
Hewson, Lorna When half is whole: my recovery from stroke 1986 
Lind-Kyle, Patt When sleeping beauty wakes up: a woman's 
tale of healing the immune system and 
awakening the feminine 
1992 
Harmon, Leola Mae Why me? 1982 
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Preston, John; Lowenthal, 
Michael 
Winter's light: reflections of a Yankee queer 1995 
Cameron, Edwin; Geffen, 
Nathan 
Witness to AIDS 2005 
Dressman, Denny; 
Leeuwenburg, Jay 
Yes I can! Yes you can!: tackle diabetes and 
win! 
2005 
Cohen, Guy Your gut feeling: a formula for curing the 
incurable, a remarkable true story of healing 
2009 
Doyle, Mick Zero point one six: living in extra time 2001 
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Appendix B 
 
 ARL Libraries Ranked by Holdings of Titles 
Rank Institution Number of Titles Percent of Titles 
1 University of Arizona 70 44.87% 
2 Washington University in St. Louis 56 35.90% 
3 University of California, Riverside 53 33.97% 
4 University of Chicago 50 32.05% 
5 McGill University 47 30.13% 
6 University of Connecticut 46 29.49% 
7 Indiana University 42 26.92% 
8 New York Public Library 41 26.28% 
9 Michigan State University 39 25.00% 
 Washington State University 39 25.00% 
10 Princeton University 38 24.36% 
11 Canada Institute for Scientific and 
Technical Information 
36 23.08% 
 Texas A&M University 36 23.08% 
12 Auburn University 35 22.44% 
13 Emory University 33 21.15% 
 Iowa State University 33 21.15% 
 University of Alberta 33 21.15% 
14 University of Colorado at Boulder 32 20.51% 
 University of Wisconsin-Madison 32 20.51% 
 Yale University 32 20.51% 
15 Duke University 31 19.87% 
 Harvard University 31 19.87% 
 University of British Columbia 31 19.87% 
 York University 31 19.87% 
16 University of Montreal 30 19.23% 
 Queen's University 30 19.23% 
 University of Nebraska–Lincoln 30 19.23% 
 University of Pittsburgh 30 19.23% 
17 Temple University 29 18.59% 
18 Boston University 28 17.95% 
 Case Western Reserve University 28 17.95% 
 Florida State University 28 17.95% 
 Ohio State University 28 17.95% 
 University of Louisville 28 17.95% 
 University of Massachusetts Amherst 28 17.95% 
19 Brown University 27 17.31% 
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 University of Oklahoma 27 17.31% 
 University of Western Ontario 27 17.31% 
20 Texas Tech University 26 16.67% 
 University at Buffalo, SUNY 26 16.67% 
 University of Missouri–Columbia 26 16.67% 
 University of Tennessee–Knoxville 26 16.67% 
21 University of California, Davis 25 16.03% 
 University of California, Santa 
Barbara 
25 16.03% 
 University of Kansas 25 16.03% 
22 Kent State University 24 15.38% 
 Southern Illinois University 
Carbondale  
24 15.38% 
23 University at Albany 23 14.74% 
 University of Hawaii at Manoa 23 14.74% 
24 Columbia University 22 14.10% 
 National Library of Medicine 22 14.10% 
 North Carolina State University 22 14.10% 
 Rutgers University 22 14.10% 
 University of North Carolina at 
Chapel Hill 
22 14.10% 
 University of Oregon 22 14.10% 
 Wayne State University 22 14.10% 
25 Dartmouth College 21 13.46% 
 Georgetown University 21 13.46% 
 University of Virginia 21 13.46% 
26 Arizona State University 20 12.82% 
 New York University 20 12.82% 
 University of California, San Diego 20 12.82% 
 University of Maryland 20 12.82% 
 University of Minnesota 20 12.82% 
 University of Notre Dame 20 12.82% 
 University of Rochester 20 12.82% 
27 Center for Research Libraries 19 12.18% 
 University of California, Berkeley 19 12.18% 
 University of Georgia 19 12.18% 
26 Boston College 18 11.54% 
 University of California, Irvine 18 11.54% 
25 Cornell University 17 10.90% 
 University of Alabama 17 10.90% 
26 University of Saskatchewan 16 10.26% 
27 Bibliothèque de l' Université Laval 15 9.62% 
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 Louisiana State University 15 9.62% 
 University of Manitoba  15 9.62% 
 Virginia Tech 15 9.62% 
28 Colorado State University 14 8.97% 
 Stony Brook University, SUNY 14 8.97% 
 University of Guelph 14 8.97% 
29 Smithsonian Institution 13 8.33% 
 University of Houston 13 8.33% 
30 George Washington University 12 7.69% 
31 University of Calgary 11 7.05% 
 University of Delaware 11 7.05% 
32 University of South Carolina 10 6.41% 
 Purdue University 6 3.85% 
 University of Florida 6 3.85% 
 University of Iowa 6 3.85% 
33 University of Utah 5 3.21% 
34 Tulane University 4 2.56% 
35 Ohio University 3 1.92% 
 Pennsylvania State University 3 1.92% 
 University of Washington 3 1.92% 
36 Howard University 2 1.28% 
37 Georgia Tech 1 0.64% 
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Appendix C 
 
Core list of titles ranked by holdings in ARL libraries 
Rank Title Number of 
Libraries 
Percentage of 
Libraries 
1 Anatomy of an illness as perceived by the 
patient: reflections on healing and 
regeneration 
86 88.66% 
2 Winter's light: reflections of a Yankee 
queer 
71 73.20% 
3 The body silent 68 70.10% 
4 Life, interrupted 66 68.04% 
5 Nobody nowhere: the extraordinary 
autobiography of an autistic 
65 67.01% 
6 Borrowed time 63 64.95% 
7 In the land of pain 59 60.82% 
 Episode, report on the accident inside my 
skull 
59 60.82% 
8 Heartsounds 58 59.79% 
9 The diving-bell and the butterfly 57 58.76% 
10 The healing heart: antidotes to panic and 
helplessness 
56 57.73% 
11 Horizontal woman: the story of a body in 
exile 
53 54.64% 
 Thinking in pictures: and other reports 
from my life with autism 
53 54.64% 
12 Surviving AIDS 47 48.45% 
 Mapping fate: a memoir of family, risk, 
and genetic research 
47 48.45% 
13 Somebody somewhere: breaking free 
from the world of autism 
46 47.42% 
14 Autism and the myth of the person alone 43 44.33% 
 Songs of the gorilla nation: my journey 
through autism 
43 44.33% 
15 Body toxic: an environmental memoir 42 43.30% 
 Gods of noonday: a white girl's African 
life 
42 43.30% 
16 Body, remember: a memoir 41 42.27% 
17 Lucky man: a memoir 40 41.24% 
 Positive women: voices of women living 
with AIDS 
40 41.24% 
18 My year off: rediscovering life after a 
stroke 
38 39.18% 
19 Twitch and shout: a touretter's tale 35 36.08% 
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20 Stitching a revolution: the making of an 
activist 
32 32.99% 
21 Exiting nirvana: a daughter's life with 
autism 
31 31.96% 
22 Expecting Adam: a true story of birth, 
rebirth, and everyday magic 
30 30.93% 
 My stroke of luck 30 30.93% 
 For self and country 30 30.93% 
 Alone no longer; the story of a man who 
refused to be one of the living dead! 
30 30.93% 
23 Witness to AIDS 29 29.90% 
 Voices of the soft-bellied warrior: a 
memoir 
29 29.90% 
24 Poster child: a memoir 27 27.84% 
25 Sleep demons: an insomniac's memoir 26 26.80% 
 The boy and the dog are sleeping 26 26.80% 
26 Bed number ten 25 25.77% 
27 There's a boy in here 23 23.71% 
 Orchid of the Bayou: a deaf woman faces 
blindness 
23 23.71% 
 Time is all we have: four weeks at the 
Betty Ford Center 
23 23.71% 
28 Modern nature: the journals of Derek 
Jarman 
21 21.65% 
 Straight to the heart; a personal account 
of thoughts and feelings while undergoing 
heart surgery 
21 21.65% 
29 Sweet poison: how the world's most 
popular artificial sweetener is killing us-- 
my story 
20 20.62% 
30 Elegy for a disease: a personal and 
cultural history of polio 
18 18.56% 
 Up against it 18 18.56% 
 West of Jesus: surfing, science, and the 
origins of belief 
18 18.56% 
31 My lobotomy: a memoir 17 17.53% 
 As I live and breathe 17 17.53% 
 Saving Milly: love, politics, and 
Parkinson's Disease 
17 17.53% 
32 In the absence of angels 16 16.49% 
 A rock and a hard place: one boy's 
triumphant story 
16 16.49% 
 Living in the labyrinth: a personal 
journey through the maze of Alzheimer's 
16 16.49% 
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33 Living in the labyrinth: a personal 
journey through the maze of Alzheimer's 
15 15.46% 
 Sick girl 15 15.46% 
34 Coming to life 14 14.43% 
35 Multiple sclerosis, a personal view 13 13.40% 
 Deep: real life with spinal cord injury 13 13.40% 
 Making sense of the unfeasible: my life 
journey with Asperger Syndrome 
13 13.40% 
36 I took a lickin' and kept on tickin': and 
now I believe in miracles 
12 12.37% 
 The valiant heart: from cardiac cripple to 
world champion 
12 12.37% 
37 Cracked: recovering after traumatic 
brain injury 
11 11.34% 
 Embryo culture: making babies in the 
twenty-first century 
11 11.34% 
 Walking nature home: a life's journey 11 11.34% 
38 Mozart and the whale: an Asperger's love 
story 
10 10.31% 
39 The fire that will not die 9 9.28% 
 PWA: looking AIDS in the face 9 9.28% 
40 The broken boy 8 8.25% 
 Tales from the bed: on living, dying, and 
having it all 
8 8.25% 
 Time out of mind 8 8.25% 
 Embracing the wolf: a lupus victim and 
her family learn to live with chronic 
disease 
8 8.25% 
 Lupus: living with it: why you don't have 
to be healthy to be happy 
8 8.25% 
41 A different life: growing up learning 
disabled and other adventures: a memoir 
7 7.22% 
 How will they know if I'm dead?: 
transcending disability and terminal 
illness 
7 7.22% 
 I remember running: the year I got 
everything I ever wanted--and ALS 
7 7.22% 
42 Different minds: living with Alzheimer 
disease 
6 6.19% 
 A diary of gastric bypass surgery: when 
the benefits outweigh the costs 
6 6.19% 
 Living with brain injury 6 6.19% 
 Born on a blue day: a memoir of 
Asperger's and an extraordinary mind 
6 6.19% 
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43 The hole in my vision: an artist's view of 
his own macular degeneration 
5 5.15% 
 Pete: my story 5 5.15% 
 Living with chronic fatigue syndrome: a 
personal story of the struggle for 
recovery 
5 5.15% 
 Mr. King, you're having a heart attack: 
how a heart attack and bypass surgery 
changed my life 
5 5.15% 
 Take it and leave it: aspects of being ill 5 5.15% 
 Celebration 5 5.15% 
44 Never in anger 4 4.12% 
 Living with AIDS: one Christian's 
struggle 
4 4.12% 
 Model patient: my life as an incurable 
wise-ass 
4 4.12% 
 Why me? 4 4.12% 
 When sleeping beauty wakes up: a 
woman's tale of healing the immune 
system and awakening the feminine 
4 4.12% 
 Breath: life in the rhythm of an iron lung: 
a memoir 
4 4.12% 
 Return to Ithaca: a woman's triumph over 
the disabilities of a severe stroke 
4 4.12% 
 Healing Lazarus: a Buddhist's journey 
from near death to new life 
4 4.12% 
 Gut feelings: from fear and despair to 
health and hope 
4 4.12% 
45 Gluten-free girl: how I found the food 
that loves me back - & how you can too 
3 3.09% 
 HeartWiseGuy: how to live the good life 
after a heart attack 
3 3.09% 
 Zero point one six: living in extra time 3 3.09% 
 Laugh, I thought I'd die: my life with ALS 3 3.09% 
 The winning spirit: life lessons learned in 
last place 
3 3.09% 
 Each day a bonus; twenty-five 
courageous years in a wheelchair 
3 3.09% 
 Cyclops awakes: a newpaperman fights 
back after a massive stroke 
3 3.09% 
 View from the seesaw 3 3.09% 
 Love broke through: a husband, father, 
and minister tells his own story 
3 3.09% 
 Heartsearch: toward healing lupus 3 3.09% 
 Only the eyes say yes: a love story 3 3.09% 
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46 The red butterfly: lupus patients can 
survive 
2 2.06% 
 A Hackney memory chest 2 2.06% 
 Conquering stroke: how I fought my way 
back and how you can too 
2 2.06% 
 The autobiography of pain 2 2.06% 
 Stitching a revolution: how the quilt put a 
human face on AIDS and brought healing 
to America 
2 2.06% 
 Claude MSing around: meeting the 
challenge of multiple sclerosis 
2 2.06% 
 Lupus: my search for a diagnosis 2 2.06% 
47 Your gut feeling: a formula for curing the 
incurable, a remarkable true story of 
healing 
1 1.03% 
 Glamour, interrupted: how I became the 
best-dressed patient in Hollywood 
1 1.03% 
 Behind enemy lines: a memoir 1 1.03% 
 Porphyria: the woman who has "the 
vampire disease" 
1 1.03% 
 Healing & hope: six women from the 
Betty Ford Center share their powerful 
journeys of addiction and recovery 
1 1.03% 
 After the accident: triumph over trauma 1 1.03% 
 Emergence: labeled autistic, a true story 1 1.03% 
 Sensible living: winning your fight 
against arthritis 
1 1.03% 
 Rita's story 1 1.03% 
 Positive 1 1.03% 
 A Stutterer's story 1 1.03% 
 The cure of chronic Hepatitis B: one 
man's cure, one family's experience 
1 1.03% 
 Learning to fall: the rewards of an 
imperfect life 
1 1.03% 
 A stroke of genius: messages of hope and 
healing from a thriving stroke survivor 
1 1.03% 
 Joel 1 1.03% 
 A disjointed life 1 1.03% 
48 Heart surgery: what to expect, how to 
handle it 
0 0.00% 
 Healing myself: a hero's primer for 
recovery from tragedy 
0 0.00% 
 Yes I can! Yes you can!: tackle diabetes 
and win! 
0 0.00% 
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 Kathryn's story 0 0.00% 
 Silent September 0 0.00% 
 When half is whole: my recovery from 
stroke 
0 0.00% 
 Tears behind closed doors 0 0.00% 
 Pride of Britain: a little girl's bravery. A 
family's strength 
0 0.00% 
 Conquering disability: what one 
counselor learned from his stroke 
0 0.00% 
 Out of the blue: one woman's story of 
stroke, love, and survival 
0 0.00% 
 Faces of Huntington's 0 0.00% 
 Having a baby-- when the old-fashioned 
way isn't working: hope and help for 
everyone facing infertility 
0 0.00% 
 Soon will come the light: a view from 
inside the autism puzzle 
0 0.00% 
 Twice blessed: Art Metrano laughs the 
darkness away 
0 0.00% 
 Glass half empty, glass half full: how 
Asperger's syndrome has changed my life 
0 0.00% 
 The stones applaud: how cystic fibrosis 
shaped my childhood 
0 0.00% 
 As for tomorrow I cannot say: thirty-three 
years with multiple sclerosis 
0 0.00% 
 Finding ways: recovering from 
rheumatoid arthritis through alternative 
medicine 
0 0.00% 
 In vitro fertility goddess 0 0.00% 
 Potamus: arthritis & me 0 0.00% 
 Love never ends 0 0.00% 
 Out of the corner of my eye: living with 
macular degeneration 
0 0.00% 
 Captives of care 0 0.00% 
 Never tell me never 0 0.00% 
 Through the wilderness of Alzheimer's: a 
guide in two voices 
0 0.00% 
 The day I died 0 0.00% 
 Blue remembered hills a recollection 0 0.00% 
 People with MS with the courage to give 0 0.00% 
 I can't stop shaking: more than 10 million 
people suffer with essential tremor 
0 0.00% 
 My adventure with lupus: living with a 
chronic illness 
0 0.00% 
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Appendix D 
 
Conditions represented in the study ranked by 
number of titles written about them 
Condition Count  Percentage 
AIDS 14 8.86% 
Autism 10 6.33% 
Stroke 10 6.33% 
Heart Disease 9 5.70% 
Multiple Sclerosis 9 5.70% 
Poliomyelitis 7 4.43% 
Lou Gehrig's Disease 6 3.80% 
Lupus 6 3.80% 
Arthritis 5 3.16% 
Alzheimer's Disease 4 2.53% 
Asperger's Syndrome 4 2.53% 
Infertility 3 1.90% 
Injury 3 1.90% 
Tourette's Syndrome 3 1.90% 
Brain Haemorrhage 2 1.27% 
Brain Injury 2 1.27% 
Burn 2 1.27% 
Chronic Fatigue Syndrome 2 1.27% 
Congenital Birth Defect 2 1.27% 
Facial Injury and Disfigurement 2 1.27% 
Huntington's Disease 2 1.27% 
Kidney Disease 2 1.27% 
Locked-In Syndorme 2 1.27% 
Macular Degeneration 2 1.27% 
Parkinson's Disease 2 1.27% 
Spinal Cord Injury 2 1.27% 
Substance Abuse 2 1.27% 
Ankylosing Spondylitis 1 0.63% 
Autoimmune Disease 1 0.63% 
Back Pain 1 0.63% 
Bladder Disease 1 0.63% 
Brain Damage 1 0.63% 
Celiac Disease 1 0.63% 
Cystic Fibrosis 1 0.63% 
Diabetes 1 0.63% 
Encephalitis 1 0.63% 
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Environmental Illness 1 0.63% 
Essential Tremor 1 0.63% 
Gastric Bypass Surgery 1 0.63% 
Graves' Disease 1 0.63% 
Guillain-Barré Syndrome 1 0.63% 
Hepatitis B 1 0.63% 
Hypothyroidism 1 0.63% 
Insomnia 1 0.63% 
Leprosy 1 0.63% 
Lobotomy 1 0.63% 
Lyme Disease 1 0.63% 
Motor Neuron Disease 1 0.63% 
Myalgic Encephalomyelitis 1 0.63% 
Obesity 1 0.63% 
Osteoporosis 1 0.63% 
Pain 1 0.63% 
Paralysis 1 0.63% 
Porphyria 1 0.63% 
Pregnancy-Related Issues 1 0.63% 
Quadriplegia 1 0.63% 
Sarcoidosis 1 0.63% 
Spasmodic Dysphonia 1 0.63% 
Stuttering 1 0.63% 
Syphilis 1 0.63% 
Temporomandibular Joint Disorder 1 0.63% 
Tuberculosis 1 0.63% 
Ulcerative Colitis 1 0.63% 
Usher's syndrome 1 0.63% 
Velocardiofacial Syndrome 1 0.63% 
 
